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Background
The number o f people infected with HIV worldwide has increased exponentially from just a handful o f cases in the early 1980s to about 40 million by the end of 2003 and more than 20 million people h a v e a lre a d y d ie d o f A ID S . Catastrophically, the extent o f its impact turned out to be far w orse than ever p red icted (A bdool K arim & A bdool Karim, 2005:31) . The five countries with the highest HIV prevalence rates in the world are situated in southern Africa, and South Africa, with an estimated 4,7 million people living with HIV (PLWA), has more continue to impact on those living with and affected by the HIV disease and their health-care providers, p articularly in southern A frica, w here the burden o f AIDS is so significant. Stigma is thus perceived as a major limiting factor in p rim a ry and se c o n d a ry H IV /A ID S prevention and care. The m eaning a person attributes to being stigm atized interferes with his/her readiness to seek voluntary testing and counselling and with the accessing o f care and treatment, thus increasing suffering and shortening life. It affects not only H IV -positive people, but also the individuals, groups and com m unity w ith w hich they are associated. Uys (2000: 160) states that many health-care workers have come to the co nclusion that unless stigm a is c o n q u e re d , th e illn e s s w ill n o t be defeated. Stigm a has thus becom e a m ajor problem in the provision o f care for PLWA in Africa (Greeff, Uys et al., 2006) .
Due to the burden that HIV/AIDS places on people living in Africa, a five-year project entitled Perceived AIDS Stigma: A M u ltin a tio n a l A fric a n stu d y w as undertaken. This project is a five-year collaborative project, linking members of five countries (South Africa, M alawi, Swaziland, Lesotho and Tanzania) where the research is being conducted, as well as the University o f KwaZulu-Natal and the U n iv e rsity o f C a lifo rn ia as the coordinators o f the project.
The aim o f this project was to develop and v a lid a te tw o lin g u istic a lly and c u ltu ra lly a p p ro p ria te m e a su re s o f perceived HIV/AIDS stigma appropriate for persons living with HIV/AIDS and nurse clinicians; to explore potential relationships, over time, among stigma, quality o f health care and quality o f life for people living with HIV/AIDS (PLWA), and among stigma, quality o f work life and quality o f life for nurse clinicians; and to u tilis e c o m m u n ity -b a s e d p a rtic ip a to r y re s e a rc h m e th o d s to intervene at community level and to track the impact o f the community-level events on the perceived stigma o f nurses.
The focus o f the first p h ase o f this project was on exploring and describing the m eaning and effect o f stigm a for PLWA and nurses involved in their care in the five a fo re m e n tio n e d A fric an co u n tries through the descrip tio n o f incidents o f stigm a and how this had affected PLWA (Greeff, Uys, et al., 2006) . Problem statement Holzemer and Uys (2004: 165) state that w hile th ere is su b sta n tial an ecdotal evidence o f the impact o f stigma on AIDS care, very little rigorous research has been c o n d u c te d . D e B ru y n (1 9 9 9 : 4 -5 ) identified factors contributing to the HIV/ AIDS stigma, which include the fact that it is life-threatening, that people fear it, th at it is a sso cia te d w ith b eh av io u r already stigmatised by many societies, e.g . d ru g a b u se , and th a t p e o p le themselves are seen as responsible for contracting the disease. In South Africa the Siyam 'kela research project (2003) was undertaken at more or less the same tim e as the first phase o f this African study. Its aim was to explore HIV-related stigma and to develop HIV/AIDS stigma indicators which can be used to develop a tool to m easure H IV /A ID S stigm a m itig a tio n p ro g ra m m e s as w ell as form ulate guidelines for developing a HIV/AIDS-supportive environment.
As m entioned under background, the African study was done to develop two validated instrum ents for PLWA and n urses involved in th eir care and to explore the stigma profile over time. How did PLWA and nurses involved in their
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Curationis June 2007 care really experience stigma and how w ere they affected ? It w as felt that exploring and describing the meaning and effect o f stigma as seen by PLWA and nurses involved in their care through described incidents o f stigma would lead to a b e tte r u n d e rs ta n d in g o f th is experience and lead to more congruent items in the instruments instead o f using findings from other studies or other countries. The statement o f Weiss and Ramakrishna (2001) that the nature o f stigm a m ay be different in different c u ltu re s w ith re g a rd to w h a t is stigmatised and how stigma is manifested supported our decision.
Objective
The purpose o f this article is to focus on the South African data o f the first phase o f the research that involved exploring th e m e a n in g o f stig m a from the p e rs p e c tiv e s o f PLW A an d n u rse s involved in their care, and how this had affected PLWA.
Literature review
The literature review provides the theory o f stigma and is a conceptual map for the findings. A lthough m any definitions have been formulated to define stigma, the definitions o f Goffman (1963: 3) HIV/AIDS, especially in the context o f p o v e rty , re s u lts in c o n s id e ra b le s u ffe rin g . T h e issu e s s u rro u n d in g prevention, transm ission and mitigation is com plex, but one very im portant concept sustaining the epidemic is stigma (Duffy, 2005: 13) . Stigma, understood as a negativ e attribute, is m apped onto people, who in turn, by virtue o f their d if fe re n c e s , a re u n d e rs to o d to be negatively valued in society (Parker & Aggleton, 2003: 14) . Throughout much o f the developing world, for example, bonds and allegiances to family, village, neighbourhood and community make it obvious that stigma and discrimination, when and where they appear, are social and cultural phenom ena linked to the actions o f whole groups o f people, and n o t sim p ly th e c o n s e q u e n c e s o f individual behaviour (Parker & Aggleton, 2003:17) .
B e c a u se stig m a h a s an im p a c t on prevention and care, it is im portant to address it directly. Stigm a-m itigating practices have not been well informed by theory and research. In a Malawian study it was noted that in a climate o f stigma and silence, it was difficult for people living with HIV/AIDS to seek and access m ed ical, p sy c h o so c ia l an d sp iritu a l serv ices (M A N E T , 2003: 1). In the Siyam 'kela study, mention was made o f HIV as an African disease, regarded with apathy in other comm unities, especially white communities (Siyam'kela, 2003:13) . The stigma, discrimination and resulting isolation means that people do not easily, if ever, disclose their diagnosis (Duffy, 2005:16) .
Stigma is also different when viewed from the inside, by those who are stigmatised, and from the o utside, by those w ho stigmatise (Herek, Captanio et al., 2002: 372) . The results o f the Siyam'kela project were mainly categorised into stigma that could be felt (internal stigma), leading to an unwillingness to seek help and access resources, or enacted (external stigma), leading to discrim ination on the basis o f HIV status or association with someone who is living with HIV/AIDS. Indicators w e re d iv id e d in to e x te rn a l stig m a (avoidance, rejection, moral judgm ent, stigma by association, unwillingness to invest in PLWA, discrim ination, abuse) and internal stigma (self-exclusion from services and opportunities, perception o f se lf, so c ia l w ith d ra w a l, overcompensation, fear o f disclosure). It was m entioned that past experiences o f external stigma influence internal stigma as e x p erien ced by blam e, rejectio n , intimidation, name-calling, exclusion and isolation (Siyam 'kela, 2003: 5, 14-22). Weiss, Doongaji, Siddhartha et al., (1992) in th e ir pro p o sed concep tu al m odel recognise that there is an insider's (emic) p e rsp e ctiv e and an o u ts id e r's (etic) perspective o f the consequences o f any illness studied. The emic view is rooted in local cultural concepts, reflecting the w ay p e o p le th in k o f th e ir w o rld , them selves, health and health problems. T h e e tic v ie w re la te s m o re to professionally defined consequences, e.g. quality o f health and quality o f life.
De Bruyn (1999: 4-5) identified factors contributing to the HIV/AIDS stigma, w hich include the fact that it is lifethreatening, that people fear it, that it is a sso c ia te d w ith b e h a v io u rs alread y stigm atised by m any societies (e.g. drug abuse), and that people themselves are seen as responsible for contracting the disease. Herek, Mitnick, Burris, Chesney, Devine, Fullilove et al. (1998: 37) used the term 'AIDS-related stigm a' to mean 'prejudice, discounting, discrediting, and discrimination that are directed at people perceived as having HIV or AIDS, and at individuals, groups and com m unities with which they are associated'. Berger, S tig m a tisa tio n re su ltin g in sile n c e , secrecy and denial not only affects care and treatment, it has serious implications for prevention, w hich is critical in a d isease w ith such a long subclinical phase (Duffy, 2005: 18) . For nearly two decades, as countries over the w orld struggled to respond to the HIV/AIDS e p id e m ic , issu e s o f stig m a , d iscrim ination and denial have been p o o rly u n d e rs to o d and o fte n m a rg in a lis e d w ith in n a tio n a l and international programmes and responses (Parker & A ggleton, 2003:13) . For a reduction in HIV/AIDS morbidity and m o rta lity ra te s , th e re is a n eed to understand and act on contextual issues such as stigma with increased political and social commitment at local, national and international levels (Duffy, 2005:13) .
Methodology
The m ethodology describes the first phase o f the five-year project as followed in the N orth West Province o f South A frica. Two other articles have been published from the findings o f the five c o u n trie s , fo c u sin g on w o rd s and phrases people use to refer to HIV/AIDS and to PLWA (Uys, Chirwa et al., 2005) and the violation o f human rights (Kohi, Makoae et al., 2006) . A further article on the experiences o f HIV/AIDS stigma by PLWA and nurses from five A frican co u n tries is in the process o f being published (Greeff, Uys et al., 2006) . The latter article sets out the findings o f the first phase about the perceived HIV/AIDS stigm a as found in the five A frican c o u n trie s .
T he d is c u s s io n o f methodology that follows is adapted from the article by Greeff, Uys et al. (2006) .
Research Design
An exploratory, descriptive, qualitative research design (Mouton & Marais, 1996: 45) was used to explore and describe the meaning and effect o f HIV/AIDS stigma for PLWA and nurses involved in their care. Focus group discussions were held with respondents to capture an emic view o f PLWA and an etic and emic view o f nurses o f stigm a and discrim ination (Weiss etal., 1992) . The critical incident m ethod was used. R espondents were asked to relate incidents w hich they themselves observed as well as those that th ey th em se lv es ex p erien c ed in the community and in families. Respondents w ere also asked to define their ow n u n d e rs ta n d in g o f w h a t stig m a and discrimination meant.
Settings
The study was conducted in the North West Province o f South A frica, with Potchefstroom being the urban area and Kayakulu the rural area.
Sample
P u rp o siv e v o lu n ta ry sa m p lin g w as utilised to ensure that those participants who really had the best experience o f stigma was included. A person to act as mediator was identified in the various areas. A letter to request their assistance was written, including an explanation o f the aim o f the resea rch , as w ell as indicating the selection criteria for each group. For PLWA males and females were included separately, as w ere rural and urb an gro u p s; they had to be HIVpositive and be o f various age groups, educational levels and durations since diagnosis. For nurses they had to be involved in the care o f PLWA, vary in age, culture and religion, as well as work experience.
Nine focus groups were conducted, which included a total o f 40 respondents (see Table 1 ). O f the nine focus groups, four w ere conducted in urban settings and five in rural settings. In the urban setting, one focus group was held with each o f the following groups: female PLWA, male PLWA, nurses involved in the care o f PLWA and their nurse managers. In the rural setting one additional focus group w as co n d u cted w ith v o lu n teers (the la tte r as th e y e x p re s s e d a n eed to verbalise their views when they heard about the focus groups that were going to be held). The respondents were thus persons living with HIV/AIDS (45% , n= 18), nurses and nurse managers (40%, n=16), and volunteers (15%, n=6). The overall m ean age o f respondents was 40,92 years. Women constituted 50% o f PLWA, 93,75% o f the nurses and 100% o f the volunteers.
Data Collection
R espondents w ere invited to a health clinic in both the urban and the rural settings, where focus group discussions w ere co nducted. R espondents w ere reimbursed for transport and lunch was provided.
A brief demographic questionnaire was completed by all respondents. A focus group discussion guide was used during the focus groups. The broad questions were: 1.
W hat words are used in your community to describe people who have HIV/AIDS? 2.
Can you think o f an incident that illustrates/shows how people in your community see or behave towards people with HIV/AIDS?
Probes were used to elicit further details o f th e in c id e n ts d e s c rib e d : Circumstances leading to the event, what did people do, how did they respond to those people, how did those p eo p le's actions affect their behaviour? Focus group discussions w ere conducted in Afrikaans, English, Setswana, Sesotho an d is iZ u lu so th a t re s p o n d e n ts , in c lu d in g n u rs e s , c o u ld be m o re comfortable expressing themselves in the lo c a l la n g u a g e . T h e c o -re s e a rc h e r sim u lta n e o u sly c o m m u n ic a te d w ith respondents across these languages.
T he fo c u s g ro u p d is c u s s io n s w ere a u d io -re c o rd e d an d tra n s la te d in to E n glish by a tra n sc rib e r d u rin g the transcribing process. The co-researcher once again listened to each tape to ensure that the translation w as correct. The N v iv o 'M softw are w as used to code demographic attributes (country, type o f participant, gender) and themes.
After each focus group, field notes were w ritte n re f le c tin g o b s e rv a tio n s , methodology and perceptions.
Protection of Human Subjects
The research protocol was approved by the NIH and the u n iv e rsity 's eth ics c o m m itte e, p ro v id in g p ro te c tio n o f human subjects. Permission to conduct the study was also obtained from the Department o f Health o f the North West Province, as well as from the Director o f Health o f the Potchefstroom district. R e s p o n d e n ts w e re p ro v id e d w ith information about the background o f the study, inform ed that participation was voluntary and that they could withdraw fro m p a rtic ip a tio n at any tim e. R e s p o n d e n ts w ere a lso a ssu re d o f confidentiality o f information obtained. Following this explanation, respondents each signed a written consent form.
Data Analysis
The textual data from the focus groups were analysed, using a qualitative data a n a ly s is p a c k a g e , N V ivo 2 .0 . T he tr a n s c r ip ts w e re a n a ly s e d by the re s e a rc h e rs u sin g th e o p en c o d in g technique o f Tesch (in Creswell, 1994) . Coding was done using sections o f the text that were labelled by the coder as an incident. An incident was defined as 'a n a rra te d e v e n t, in c lu d in g the c irc u m sta n c es, w h at h a p p e n e d , the a c tio n s ta k e n and fe e lin g s o f respondents, and then the results o f the incidents. It could be as short as several s e n te n c e s o r as lo n g as se v e ra l p a ra g ra p h s d is c u s s e d '. S everal free nodes (Nvivo 2.0) were identified, e.g. self-stigma, nurse stigma, other health care stigma, family stigma, community stig m a , o u tc o m e s , d is c lo s u re , d escrip tio n s o f PLWA, h elp -seeking behaviour, meaning o f stigma, patterns o f distress and other incidents.
Consensus discussions where held. The initial free nodes were developed into three broad categories o f types o f stigma, namely received stigma, internal stigma a n d a s s o c ia te d stig m a . S ev era l s u b c a te g o rie s w h ic h fo rm e d the dimensions o f each o f the types o f stigma w ere fu rth er dev elo p ed . D uring the analysis it was found that one incident could include several dim ensions o f stigma.
Initial definitions o f the types o f stigma and the various dim ensions o f stigma w ere developed, based on the verbal re s p o n s e s o f th e re s p o n d e n ts . D isc re p a n c ies w ere d isc u sse d until unam biguous categories and explicit definitions were agreed upon.
Trustworthiness
Rigour was ensured in this research using the model o f Guba (in Krcfting, 1991: 30) to assess the tru stw o rth in e ss o f the qualitative data. Truth value, applicability, consistency and neutrality were used as criteria to assess the value o f the findings. See table 2 for an outline o f how it was applied to this research.
Results
Three types o f stigma were identified with nine dim en sio n s o f re c e iv e d stig m a (neglecting, fearing contagion, avoiding, rejecting, labelling, pestering, negating, a b u sin g an d g o s s ip in g ) and fo u r d im e n sio n s fo r in te r n a l s tig m a (perceptions o f self, social withdrawal, self-exclusion and fear o f disclosure). Two dim ensions w ere id entified for a sso c ia te d stig m a (sp o u se /c h ild re n / fam ily and health-care w orkers). Two additional themes, not related to types o f stigm a, w ere identified through an endeavour to understand the context o f stigma: results o f stigma, and disclosure. 
Types of stigma
As indicated under the discussion o f the analysis o f the data three main categories for the types o f stigma: received stigma, internal stigm a and associated stigma emerged from the data. dimensions o f this type o f stigma that reflected more verbal responses than the other dimensions are gossiping (36) and labelling (28). Negating reflected the least verbal responses from respondents (7).
1) Received stigma
Received stigma was evident from the follow ing incidents, as described by nurses and a PLWA and quoted directly from transcripts o f the focus groups: T he to ta l n u m b e r o f re sp o n se s for internal stigma was 128. The num ber o f verbal responses about fear o f disclosure (85) was considerably higher than the other three dimensions, with perceptions o f self (8) being the lowest.
T h e fo llo w in g in c id e n ts se rv e to e n h a n c e u n d e rs ta n d in g o f in te rn a l stigma: 
Dimensions of the three types of stigma
Each o f the three types o f stigma has its own dimensions (Greeff, Uys et al., 2006) . The dimensions emerged from the data as sub-categories. Each dimension will be discussed in detail and be illustrated w ith q u o ta tio n s (d e riv e d fro m the passages) from the transcripts o f the focus groups.
Dimensions of received stigma
Nine dimensions o f received stigma were identified: neglecting, fearing contagion, avoiding, rejecting, labelling, pestering, negating, abusing and gossiping. The d e fin itio n s o f th e se d im e n sio n s originated from the verbal responses o f the v ario u s resp o n d en ts (PLWA and nurses involved in their care) in the focus g ro u p s and w ere a ch iev ed th ro u g h co n se n su s d isc u ssio n s am o n g st the researchers (Greeff, Uys et al., 2006) . The discussion will reflect quotes from PLWA separately from quotes from nurses. (Greeff, Uys et al., 2006 Fearing contagion was seen in behaviour such as not wanting to touch the PLWA, or using the sam e to ilet or cooking utensils and bed linen than the PLWA. Persons were fearful o f PLWA coughing in th e ir p re s e n c e . I f PLWA w ere e m p lo y e d , p e o p le fe a re d b ein g contam inated should the PLWA prepare their food. (Greeff, Uys et al., 2006) . T he re su lts in d ic ate d th at lab ellin g occurred in relation to various aspects, e.g. the way in which health services were provided, like labelling the car used by h e a lth -c a re w o rk e rs o r the p e rso n providing the care, name calling, linking th e lab el to s p e c ific a s p e c ts and a sc rib in g the n eed fo r care to the behaviour o f PLWA. 
• N e g le c tin g (14 p a ssa g e s): Neglecting is seen as offering or giving less care than is expected in a situation

As expressed by PLWA: "Sometimes people would say they will n o t to u ch the c lo th e s y o u h a ve on
o d e d s e p a r a te ly b u t was la te r integrated into this dimension
e r s is te n t q u e stio n in g o f PLW A a b o u t h is/h e r behaviour and illness (Greeff, Uys et al., 2006).
These results reflect behaviour w here a p e rso n (s) c o n sta n tly re fe r(s) to the PLWA status or question(s) them about their status, referring to the symptoms an d p re s s u ris in g th e PLW A to u se health-care facilities.
As expressed by PLWA: "They will want to know why d id we com e to the clinic. They are going to p ro b e a n d search. Only nurse clinicians commented on this dimension. In negating they referred to not providing health-care services when needed or sending PLWA away when they requested these services. 
As expressed by nurses: "N o use se n d in g the p a tie n t to the hospital. H e will die anyway. " "B e c a u se , this p o o r child, sh e was crying, b e ca u se sh e was so ill a n d nobody wanted to help her. " "T hey didn 't w a n t to help her a n d chased her away. " "Send the patient away home, i t 's no use sending the patient to the hospital, he will die anyway. " "A nd when you transfer the patient, ju s t like a m e n ta l health, the m en ta l ill patient, when you transfer to hospital he will discharge immediately. He w o n 't be adm itted
Dimensions of internal stigma
Four dimensions o f internal stigma were identified: perceptions o f self, social withdrawal, self-exclusion and fear o f disclosure (Greeff, Uys et al., 2006) .
• P e r c e p tio n s o f s e lf ( 8 passages T h e re su lts re fle c t th a t PLWA fear rejection and loss o f opportunities or relationships. They want to keep their status a secret and limit telling people. 
Dimensions of associated stigma
The dimensions o f associated stigma that emerged from the data were on spouse/ children/family and health-care workers. The num ber o f passages was not coded separately and totalled 12.
• The results show that it is im plied that so m e th in g m ust be w ro n g w ith the nurses themselves who work with PLWA, or else they would not be prepared to work with these people. 94 verbal responses in total related to these them es, 18 regarding results o f stig m a and 76 reg ard in g disclo su re. Because o f the significance o f the latter, this theme will be covered in detail in an article on "D isclosure o f HIV status: Experiences and perceptions o f persons liv in g w ith H IV /A ID S a n d n u rse s involved in their care in five African countries" (Greeff, Phetlhu et al., 2006) .
• R e su lts o f stig m a (18 passages): T his them e refers to the outcomes o f stigma and can be described in m a n y w ays. The outcom es o f incidents resulted in PLWA either receiving health care or starting to utilise relevant health-care services. There were specific personal outcom es that had either positive or negative effects. Many o f the results o f stigma were focused on the outcomes o f th e illn e ss. E d u c a tio n w as also an important result.
T h e fo llo w in g q u o te s fro m PLWA (G reeff, Uys et al., 2006) . 94 passages were coded, indicating that this is a significant dimension o f the stigma experience o f PLWA.
T he re su lts focused on the co n flic t experienced by PLWA about whether to disclose or not, the choice o f when and to whom to disclose, to disclose if there are benefits from the disclosure, e.g. ATR, and disclosure by health-care workers, which sometimes happened without the consent o f the PLWA.
T he fo llo w in g q u o te s from PLWA illustrate the findings:
" 
Conclusion
The experience o f stigma is painful and difficult for PLWA. Spouses, children and fam ily are often stigm atized through association, as are the nurses involved in their care. The experience o f stigma is c o m p le x , w ith se v e ra l ty p e s and dimensions o f stigma that emerged from the data. The process o f stigmatisation and discrim ination has a trem endous effect on the perso n 's quality o f life, quality o f work life and the utilisation o f health-care services.
Recommendations
• Interventions should be planned and implemented to alleviate the impact o f stigma on all the various aspects o f PLWA's lives. Attention must be given to the types as well as all the dimensions o f stigma.
• It could be meaningful to develop and validate an instrument to measure the stigma experiences o f both PLWA and nurses, including all the types and dimensions o f stigma identified in this research.
• The findings o f this research should be developed into a conceptual model o f HI V/AIDS stigma.
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